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Introduction
It is acknowledged that women and their partners need to be provided with relevant information when undergoing prenatal testing both for ethical reasons related to informed choice and for obvious practical reasons related to the nature of the decision following a positive diagnosis, for a chromosomal condition such as Down syndrome, or a congenital condition such as spina bifida. The type of information that health professionals should provide to facilitate decision making after such a diagnosis remains largely unknown. Indeed, researchers have predominantly investigated decisional needs before the prenatal tests (Durand, Stiel, Boivin, & Elwyn, 2010; Hsieh & Brennan, 2005; St-Jacques et al., 2008) , which are complex technical procedures, and therefore difficult to explain to laypersons.
Regarding the final decision (i.e., once testing has yielded a positive result), existing studies have been focused on determining its explanatory factors. Quantitative approaches have highlighted the importance of the condition for which testing occurred (Drugan et al., 1990; Zlotogora, 2002) , maternal age (Britt et al., 2000; Kramer et al., 1998) , the pregnant woman's concern for the unborn child but also for herself (Korenromp, Page-Christiaens, van den Bout, Mulder, & Visser, 2007) , the future parents' knowledge of relevant health services, which seems to take precedence over their knowledge of disability (Roberts, Stough, & Parish, 2002) . In addition, researchers have relativised cultural differences and highlighted the existence of significant individual differences . These findings are consistent with the results obtained by qualitative approaches, which point towards emotional dimensions related to a tension between a commitment to the pregnancy and a desire to protect the child, the couple, and the family from the hardship of disability (Bijma, van der Heide, & Wildschut, 2008; Levy, 1999) , the impact of a direct experience of the condition (France, Wyke, Ziebland, Entwistle, & Hunt, 2011) , and a concern for the quality of life of the unborn child (Ahmed et al., 2008) .
Beyond these individual emotional dimensions, the data available about pregnancy termination after a positive diagnosis outline the role of national contexts (Boyd et al., 2008) and suggest that non-medical, cultural, and institutional aspects may be worth considering.
For instance, in 2006, pregnancy termination following a congenital anomaly diagnosis was more than three times higher in France (33%) , which is the second highest level in Europe after Spain, than in Germany (9%), which is the lowest level in Europe among countries where termination is legal, and twice as high as in Belgium (15%), the latter matching the average European level of 18% (Ville, 2011) .
Lastly, the influence of a direct or indirect experience of the corresponding disability, a neglected aspect, was recently the object of promising studies that have investigated the way an "experiential" knowledge of the relevant disability is spontaneously put to use in the context of prenatal testing (Etchegary et al., 2008; France et al., 2011) . These studies included the utility of women and their partners accessing personal testimonies of people with a disability in order to be able to make an informed choice (Ahmed, Bryant, & Hewison, 2007) .
The results of these studies suggested that non-medical information might play a crucial role in parents' decision to continue or terminate a pregnancy after a positive diagnosis. This area of research is worth developing in order to check whether such information could be useful, and what it should comprise.
The inquiry presented here took a specific perspective by interviewing parents who have a child with a congenital syndrome that predisposes to intellectual disability, regardless of whether they underwent prenatal testing. This approach made it possible to address a situation where interviewees have a very direct experience of the consequences of the decision to continue a pregnancy, whether they have actually made such a decision or not.
Thus, interviewees are able to take a different view of the information they believe they would have needed at the time, had they had to make such a decision. The aim of this study was to explore the kind of information parents, whose child has an intellectual disability, considered important and useful to them for making a decision in case of prenatal diagnosis.
Methodology
The inquiry was part of a larger project that investigated the problems and requirements of recognition of people with an intellectual disability, in the sense of the German concept of Anerkennung (Honneth, 1995) , which is actually closer to the ideas of appreciation and approval. In other words, the overarching question of this larger project was: What makes it possible for people to appreciate and support their fellow citizens who have an intellectual disability? Given the contemporary organisation of procreation and birth, this recognition issue had to be addressed in this study for a very early stage of life. This inquiry covered three countries: Belgium, France, and Germany.
The interviewees were recruited through self-help groups of parents whose young or adult children have an intellectual disability, or through professionals working in schools or residential centres for people with intellectual disability, with a total of eight different groups and five different professionals. Each group and professional person was sent a letter describing the research project and interview procedure. Then they circulated the letter with an invitation to potential participants to reply directly to the research investigator, who would conduct the interviews. In this letter, the interviewees were told that they were free to interrupt or terminate the interview whenever they wanted and to not answer certain questions if they did not want to without having to provide any explanation. They were told that their data would be handled confidentially and would remain anonymous. In the quoted interviews, each child's first name was systematically replaced by the most common first name for children of the same sex and age in her country. The interviewees were reminded about these points a second time just prior to the interview and asked if they agreed with them. Their agreement for the procedure was then recorded. None of the institutions, where the research was conducted, required a formal ethical approval. The appropriate procedure to protect the interviewees was instead defined in the French and German law, respectively, in the Code de la Santé Publique, art. L 1122 Publique, art. L -1 (2004 , and in the Code Pénal, art. L 223-15-2 (2000) , and in the Bundesdatenschutzgesetz, § 3 and § 4 (1990) , and the Strafgesetzbuch, § 291 (1997) . In Belgium and France the interviews were held in French, and in Germany, in German. According to the interviewees' wishes, interviews were either conducted at their home or by phone. The interviews were semistructured, audio-recorded, and transcribed. The study was based on 33 interviews conducted in Germany (13 interviews), France (12 interviews), and Belgium (eight interviews) between 2008 and 2010 among women, men, or couples who had at least one child with either fragile X syndrome (15 interviews), Down syndrome (15 interviews), Williams syndrome (two interviews), or a congenital diaphragmatic hernia (one interview). Prior to their child's diagnosis, parents of children with fragile X syndrome were not aware of other cases in the family. The interviewees were predominantly women (25 interviewees), but there were eight male interviewees (25% of the interviewees). Four (12%) of the interviewees had experienced a prenatal diagnosis; that is, in three cases the pregnancy was continued, and in one case it was terminated because the couple already had a child with an intellectual disability. The recruitment of the interviewees was carried out sequentially, in order to obtain a sample that was representative of the general population of each of the three countries in terms of the participants' professional occupation.
However, unavoidably, the interviewees were somewhat more educated and skilled than the general population.
<Please insert Table 1 
about here>
Other important characteristics of the interviewees that could have been expected to play a role in decision making are age of the mother at the time of the birth of her child with a disability (Britt et al., 2000; Kramer et al., 1998) , marital status, and rank of the child amongst siblings (Levy, 1999) . These characteristics are summarised in Tables 2, 3, and 4.
<Please insert Table 2 about here>   <Please insert Table 3 about here>   <Please insert Table 4 about here> Data analysis was performed using classical grounded theory methods (Corbin & Strauss, 2008) . The coding process started by labelling "a distressing decision" regarding pregnancy continuation or termination, and accordingly investigated what caused this distress. Coding the data with respect to the decision making highlighted the importance of three types of information, namely: (1) the foetus as a future child and individual person; (2) the couple as future parents; (3) the social environment of the future child and her parents, and especially the capacity of this environment to support them. Currently, none of these three types of information is available to parents at the time of the decision.
Findings
The sociodemographic dimensions presented in Table 1 , 2, 3, and 4 did not account for differences between the interviewees. Instead, the key reasons for the decision they would have taken related to informational needs and issues. Reflecting on the experience of bringing up a child with intellectual disability, the interviewees concluded that three main types of information would be needed by prospective parents in order to make the decision to continue or to terminate a pregnancy after a prenatal diagnosis: (1) the foetus as a future child and individual person; (2) the couple as future parents; (3) the social environment of the future child and her parents, and especially its capacity to support them. The interviewees' justifications varied, depending on whether they believed they would have continued or terminated the pregnancy or whether this remained an impossible decision for them. These three categories of information are presented in relation to the decision the interviewees retrospectively think they would have made.
Continuing the pregnancy: Parenting first and foremost means accepting the children, whatever their medical characteristics
Thirteen parents stated that, had they known about their child's syndrome at a prenatal stage, they would have continued the pregnancy. Four parents had experienced this situation: their child's syndrome was diagnosed during the pregnancy and they had kept the baby in three cases, and one mother wished she had not terminated a pregnancy.
In most of these interviews (10 of 13), the justifications referred to a personal view of what parenting is and implies, namely, to accept children as they are (five interviews), and to the desire of having a child and accepting him or her however he or she may be (five interviews). Parenting is the key issue. Three interviewees provided slightly different justifications. In two interviews, the parents considered that even though their child has a syndrome that hampers her or his learning ability, this was not serious enough to justify a pregnancy termination. In a third interview, a mother explained that she gradually discovered her own ability to care for her child. Her inability to provide this care would have been the justification for termination of the pregnancy.
The view of parenting that supports pregnancy continuation for these parents is sometimes related to religious belief, as was the case for three interviewees. However, such a view was also expressed without any religious reference in two interviews, as demonstrated by this woman (France) whose 6-year-old son has fragile X syndrome: I cannot say whether I would have let Thomas go away or not, I cannot say that now.
To make a guess, I would say no, no, it would be no. Thomas would have had an ear missing or an arm missing, it would have been no. Thomas is Thomas.
The importance of the decision of having or keeping a child is best illustrated by two interviewees who were told that their child had Down syndrome, as they were themselves in complicated situations (i.e., out of a stable relationship in one case and affected by a still developing but potentially very serious illness in the other case). These interviewees decided to continue the pregnancy. The circumstances of their pregnancy had led them to ask themselves if they wanted to keep the child or not. They had chosen to keep the child, and did not change their mind when they received the diagnosis for Down syndrome. This woman from Germany whose 3-year-old daughter has Down syndrome explained:
She was not really a desired child. And so the question arose, before I even knew she had Down syndrome, to keep this child or not. I said yes. Then she was diagnosed with Down syndrome. And this took me back to the same question. And I thought in the end … 1 Who am I to decide if this child will live or not? I'm only a human being.
These justifications for the continuation of the pregnancy do not take into account the medical information that may have been provided through prenatal diagnosis. These interviewees either unconditionally decided to have a child, which many of them expressed by saying "we take children as they come," or they considered that the issues to be taken into account were the "the foetus as an individual child," "being able to cope as a couple and as parents," and "being provided assistance."
The importance of the foetus as an individual child is apparent in the case of a man (Germany) whose 14-year-old daughter was diagnosed with a congenital anomaly during the second trimester of pregnancy. To help this couple in their decision, the question they needed an answer to was the future of this particular child and not the syndrome:
For one thing, a friend […] called my wife and said, 'ask the child in your belly if she wants to live.' And just then, the child […] protested loudly; that is, she kicked and fidgeted thoroughly. Then, the evening before the day when we had to decide if we would continue or interrupt the pregnancy, I said, 'Big Boss, I can't make the decision. I'm lost, so give me a sign.' It had really nothing to do with morals. I said, 'if the child must live, then tomorrow morning, before 7 a.m., send a doctor who will tell my wife that we should continue the pregnancy.' And on the next day, at 8 a.m., I called my wife at the hospital and she told me that at 7 a.m., the doctor had told her, 'forget about the abortion. I've the feeling that it will be all right with the child.' And we said, 'okay, fine. We'll do that and accept it.'
The second crucial theme for the interviewees was their ability to cope as parents. It is highlighted here by a woman (Germany) whose son, born in 1991, was diagnosed very early with fragile X syndrome, at a time when she was pregnant for a second time. Prenatal diagnosis was therefore performed very swiftly:
[The doctors] said that the child would certainly be more seriously affected than Kevin, which was an additional shock. I had to make a decision relatively quickly.
And the father said at the time that he did not want another disabled child, he felt he wouldn't be able to cope. And so, I let myself be influenced, because apart from of Lastly, the interviewees expressed concern for the assistance provided by a range of social institutions for parents of children with disability, especially dedicated schools, homes, and workplaces. This was a major issue for this woman (France) whose 23-year-old son has Williams syndrome:
As I often say, medicine has made progress, and nowadays makes it possible for children with some difficulties, children who would not have lived, to live. But society has made no progress! Because society takes care of the children until they're 18-20 year old, and then, there's no money, no more school, and we're told to manage by ourselves. This is why, sometimes, I say, we'd better not bear them. It's hard.
Medical information was not considered very important for decision making by these interviewees. Neither was it for the interviewees who said they would have taken the opposite decision.
Terminating the pregnancy: When the lack of social support turns maternal parenting into too heavy a burden
Eight parents noted that had they known about their child's syndrome at a prenatal stage, they would have terminated the pregnancy. In six of these interviews, the common justification was that the essential support, needed by the parents to bring up the child with intellectual disability, was not appropriate; the type of support was different from one interview to another, and two interviewees provided no justification.
Six interviewees were not concerned about the foetus as an individual child but worried deeply about their ability to cope as parents and the social environment of the child with respect to the capacity of this environment to support the child after their death. Some female interviewees connected their ability to cope as parents to the support available from the child's father, although the seven female interviewees who brought up their child alone did not all say that they would have preferred terminating their pregnancy because this support was not available. In two interviews, however, this was the case, as a woman (Belgium) whose younger son, aged 27, has fragile X syndrome explained:
Ah, I wouldn't have kept him. Maybe you can't see it now, but well, I had to cope with quite a lot of things all alone. It's not … I don't know if it's actually much easier, people say it is not much easier when people cope as a couple, because when one says black, the other says white. Maybe. But in a couple, you're two people, and you can help each other, carry each other, when there's two of you …
The interviewees shared an anxiety about what their children's life will be like as adults and especially after their parents' death. An appropriate, supportive, social environment is a key concern for decision making. Two of the interviewees refer to this anxiety when making a case for pregnancy termination, such as this woman (France These issues, coping as a couple and a supportive social environment, intertwine in more particular personal situations or views. One of the interviewed women (France) has to look after her ailing father as well as her sister who also has an intellectual disability. This interviewee explained that because of this family responsibility, she would have preferred to avoid having a son with a disability. Another woman (Germany) said she would have terminated the pregnancy, firstly, "for her" and, secondly, for her 34-year-old son, whom she considers a burden and whose life she views as not worthwhile. She was divorced at the time of the interview, and said her husband had always borne the bulk of the education of their two children. This view relates both to the ability to cope and to the social environment, as it is apparent in her explanations: These justifications did not take medical information, which may have been provided through prenatal diagnosis, into account. The questions that parents feel they are confronted with are different: they relate both to a supportive social environment, especially with respect to the child's future, and to their own capacity to bring up such a child.
Remaining irresolute: When the essential information for making a decision is not available
Lastly, 12 interviewees were unable to say whether they would have continued with the pregnancy or not. In these interviews (except for one, where the interviewee provided no justification), these parents' indecision resulted from their being acutely aware that the information they considered as essential to make this decision was not available.
The first fundamental element of missing information is, according to two interviewees, the personality and the individual abilities of the child. At the time of the interviews, these parents had learnt a lot about their child, and not only that he or she had a particular syndrome, but also that they had often had the opportunity to notice that two persons with the same syndrome were very different and had different abilities. As a woman with Laura, I have met people with a disability, so the way I see things has changed.
A second crucial element, mentioned by seven interviewees, related to the parents' ability for parenting. Had they known about the syndrome during pregnancy, they believe they would have been plagued by fear, considering themselves either unable to meet the child's emotional, affective, and educational needs, or to face this unknown situation. The interviewees reported that this fear, which they somehow experienced when the child was diagnosed, disappeared as the child grew and as they realised they were actually able to cope.
However, this information was not available for a decision at the time of pregnancy. For instance, the concern for what life would be like with such a child was an issue for a man (Belgium) whose 16-year-old son has Down syndrome: Imagine we're back to the starting point, and we don't know what we know now, I think we would not have been through. Now, with what we have experienced, finally, I would say it is not as complicated as one could have thought. And I think there would have been no worries The ability to cope was also a major question for this woman (France) whose 17-yearold son has Down syndrome: I did not know, and I did without knowing. Besides, I'm sure there are lots of things that we don't know. We don't know what we are up to, how resourceful we actually are … I think, these nine months, I don't know … Maybe I would have reacted well, maybe I would have done things differently … But I had nine months of happiness, and Kevin had nine months of happiness too, nobody asked any questions. Because when I see … I see my little daughters-in-law and their pregnancies, it was really medicalised. And I see some of my colleagues who had tests, they suspected there was something wrong, it is incredibly distressing. I think … It scares me. It's exaggerated.
Because I mean, anyway … I do not think this is denial, I mean, if you look at life with a certain perspective, everything is so risky that you no longer feel up to anything.
The contrast between the interviewees' ignorance about the essential elements for decision making at prenatal stage and the way these elements became naturally available over the years builds the core of the dilemma parents face with prenatal testing.
Anxieties regarding the quality and the availability of institutional support were quite present, as exemplified by this woman (France) whose 14-year-old daughter has fragile X syndrome: I don't know, I really don't know. [...] When you've got children, you look at how well they do at school. And then, they say 'I'd like to do this' or 'I'd prefer to do that job.' But I say, my daughter has no choice [she pauses]. People will decide for her. This highlights that prenatal decision making rests on a major contradiction. Over the years following the child's birth, parents have gained information that would have enabled them to decide, with confidence, about the pregnancy. However, the problem they face and ultimately cannot solve is the fact that they would actually have been forced to decide without this information.
Discussion
The findings are the result of a study that covers two syndromes in three countries, which ensured that the findings did not relate to only one particular syndrome or national context. The interviews were performed at a time when the interviewees were no longer in a situation of distress resulting from diagnosis disclosure and could reflect upon their past experience.
The findings of this study support the insight that non-medical information is a decisive factor in decisions about the continuation or termination of a pregnancy after a positive diagnosis for a syndrome that predisposes to intellectual disability. The identified informational needs are consistent with the results of different qualitative studies about decision making at the prenatal testing stage. Some studies highlighted the influence of the future quality of life of the unborn child (Ahmed et al., 2008) , which relates to the need for information about the child as an individual person, as identified in this study. Some researchers underlined the influence of the self-interested motives of the prospective mother (Korenromp et al., 2007) , which relates to the informational need about the prospective parents as parents identified here. Lastly, other studies highlighted the influence of the prospective parents' knowledge of relevant health services (Roberts et al., 2002) , which relates to the informational need about the available support for the future family as identified in this study. In addition, the views expressed by interviewees match the respective national statistics; the German interviewees said they would have continued the pregnancy more often than the French and the Belgian interviewees (Ville, 2011) .
The number of interviewees who said they would have continued the pregnancy (13) may seem high in comparison with the number of interviewees who said they would have terminated the pregnancy (eight). It is therefore necessary to investigate if a post hoc rationalisation could have taken place (i.e., if some parents who have and live with a child with a disability have tried to reduce a cognitive dissonance and provided a biased answer).
Fortunately, the data allowed us to compare the answers of parents who said they would have kept the child if they had known about the syndrome at the prenatal stage with the answers of parents who did know about the syndrome and kept the child. It appears that the typical justification tends to be the same: when the decision to have a child has been made, the characteristics of the child are not important. Thus, a father who had to make a decision at the prenatal stage explained:
When I work with people, I don't work with percentage. I say: 'it is your decision, you have to put up with making a decision, and you have to make your own decision.
[…] No mathematics, no study, no scientific book will help you. It's your own decision. That's what my daughter taught me.
Similarly, a mother who did not have to make such a decision said: "Statistics are complex, and for the parents, it does not change much. An accident can always happen.
Those who don't accept risks should not have children!" The point in this study is not to know what people would actually have done, but to find out what they would base their decision on. The similar line of reasoning of these two categories of parents within the group of interviewees, who said they would have kept the child, is, in this perspective, reliable.
The importance of the three types of non-medical information has crucial theoretical implications for the decision-making process. This finding highlights that an appropriate recognition theory should consider as crucial the failure to identify the decisive role of the person who "recognises" and the social environment where the recognition takes places, and not so much the characteristics of the "recognised" person. This is consistent with previous studies, although here a different perspective was adopted with different implications. A number of disability studies have criticised the views that focus on individual medical characteristics and insist on the social dimensions of disability (Asch, 1999; Parens & Asch, 2003) . The main finding of this study goes further and suggests how important it is to describe and analyse the support needed by those who have to care for people with a disability. Empowering these caregivers is a stepping stone towards recognition of people with a disability, in addition to being a major practical concern. This point is particularly apparent in the group of interviewees who said they would have terminated the pregnancy; the majority of them referred to a lack of social support on which to ground this decision. The caregivers' needs are most important since traditional explanatory factors such as the parents' professional background, the mother's age or matrimonial status did not appear to play an important role in this study. The parents' needs seem to be related to very individual situations and individual biographies.
Ten interviewees reported that their main concern at the time of the disclosure of the diagnosis related to what their child would be able to do as an adult. This is the only piece of information they asked medical professionals about. Yet this, unfortunately, is a question that could not be answered. Other essential information, however, could be provided. This study supports the view that expectant parents need information regarding available social support as well as their own ability to cope. This has important practical implications. Meeting the prospective parents' informational needs requires data that cannot usually be provided by medical staff and is rarely available during pregnancy since it relates to a future state of the individual child and of the parents and, to a lesser extent, of society. This finding supports the view that it could be useful for professionals and lay people, who are familiar with the everyday life aspects of disability, to assist medical staff by bridging the traditional divide between perinatal medicine and disability policies (Ville, 2011) . Prospective parents need to be provided with information about the life of a family with a child who has the corresponding syndrome in order to substantiate their own reflections about the child, themselves, and the available social support. Such information could be based on a range of testimonies covering different and contrasting experiences, as well as different aspects of daily life, including statistical data about the development of the child's abilities as they grow up. Today's digital technologies make access to a range of information possible, and users can choose the type and the amount of information they wish to have, according to their own needs. 
